It is the worst fear of every 
parent — but for Sandy 
and Tim Church, the 
nightmare was real. When 
their baby was being 
born, the doctor had 
whispered, “Oh, no,” and 
the little girl was hurried 
away to intensive care. 


Little Leah was born 
with a huge, misshapen 
head that was filled with 
fluid. Where her brain 
should have been there 
was almost nothing. It 
was unlikely the girl 
would live, the doctors 
said, and if she did, there 
was no evidence she 
would ever be able to see 
or hear or speak. 


The only real question 
for Tim and Sandy 
Church was: Where 
would they like their baby 
Leah to die? 


But their answer had 
nothing to do with death 
at all. 
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ANDY CHURCH was desperate 
for a glimpse of her newborn 
daughter. She craned her 
neck as her wheelchair rolled past 
the high windows of the Intensive 
Care Nursery. But she could see 
nothing. The curtain . was drawn. 
“How sick is she, Tim?” Sandy 
asked her husband. Up from her 
memory rose the sound of the 
doctor’s whispered “Oh, no” when 
he saw the baby’s enlarged head 
on the ultrasound image. Seconds 
after Leah’s birth, the nurses had 
whisked the baby away with her 
head wrapped in towels, and 
Sandy had been too groggy with 
painkillers to demand an explana- 


‘tion. For 24 hours after her emer- 


gency Caesarean, she was deliri- 
ous with fever from a massive 
pelvic infection. Where is Leah? 
she wondered frantically. Why are 
they hiding ber? 

Now, as she and her husband 
approached the nursery entrance, 
Sandy shivered. “Her head is just a 
little bit big, isn’t it, Tim?” she 
asked, fighting panic. Her tall, fair- 
haired husband was silent as they 
moved past a row of incubators 
and came slowly to a standstill. 

“It's worse than the pictures I 
showed you,” he admitted to her. 

Bleary-eyed with fever, Sandy 
slowly focused on the incubator 
before her. There, smothered in a 
maze of tubes, lay a tiny baby 
girl with a head bigger around 
than her body was long. The 
mass that protruded from the 


back of her head prevented her 
from turning it. 

Sandy clutched her stomach 
and stared. The baby was terrify- 
ing. Her head was so enlarged 
that her ears were pushed into 
her neck. 

“No! No!” Sandy whispered. 
“Oh, no!” She was ashamed to 
speak aloud the thought that 
rushed, unbidden, to her mind: 
She can't be mine. 

Sandy was sobbing now, so 
loudly that nurses backed her 
wheelchair swiftly towards the 
door. Tim, white-faced and mute, 
took her hand. 

“What on earth is wrong with 
her?” Sandy wailed. “Please, tell 
me, what made her that way?” 


“HYDROCEPHALUS.” One of the at- 
tending physicians spoke the word 
to Tim and Sandy that afternoon. 
“It is commonly referred to as 
water on the brain.” 

“We don’t know exactly why,” 
the doctor explained, “but in some 
babies the brain’s normal drainage 
system shuts down before birth. 
Fluid accumulates in the head and 
compresses the brain tissue. Your 
baby has the worst case I’ve ever 
seen.” 

The doctor told them the baby 
could die. Sandy slumped in the 
pillows and fought down tears. 

“But if she should live?” Tim 
asked. “Then what?” 

The doctor shook his head. 
“From what we can tell, she would 
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have very little chance for anything 
beyond a vegetative existence.” 

The CAT scans Dr Robert 
Wood, the neurosurgeon, received 
the next morning made him won- 
der whether “very little chance” 
had been an overstatement. He 
knew that without the CAT scans, 
it was impossible to be certain just 
how much brain tissue a baby 
had, since all newborns operate at 
brainstem level. The films showed 
a well of blackness inside the 
ovals that outlined Leah’s mis- 
shapen head. 

Where the thinking part of her 
brain should have been, according 
to the CAT scan, there was almost 
nothing but fluid. 

For years, doctors had known 
that hydrocephalus could be ar- 
rested by placing a shunt, or one- 
way valve, in a baby’s brain. In 
Leah’s case, the shunt would en- 
able the excess fluid to drain down 
a tube threaded through the body 
into a cavity around the stomach. 
There, the excess fluid could be re- 
absorbed into the system. Even in 
cases where fluid filled half a new- 
born’s skull, Dr Wood had seen 
some recovery of brain function, 
once shunting relieved the pressure 
and allowed the spongelike brain 
tissue to expand. 

But he had never seen anything 
like Leah. 

“This child’s head is essentially 
a large bag of water with only a 
minimal amount of brain sub- 
stance,” he told the medical team 
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in Billings, in the US state of Mon- 
tana, that gathered to discuss the 
case. “The shunt operation itself 
may be lethal when performed on 
a baby this sick. Do we take that 
risk? We may put the family 
through the trauma of this high- 
risk surgery and still end up witha 
patient who will never do any- 
thing but breathe.” 

Dr Wood paused. “With so little 
brain substance,” he went on, “we 
also have to consider whether 
there would be anything to sup- 


port the skull, once the fluid be- 


gan to drain.” 

The prospect of having Leah's 
brain case collapse seemed a fate 
worse than death. Yet if the doc- 

_tors did nothing, her head could 
grow larger, totally incapacitating 
her and then finally killing her. 


“Wood asked his colleagues. 


Over the next few days, the 


team of three paediatricians and 
two 
Leah’s. case. There ‘was so little 


- farmhand; missing another day of 


frightened than ever, Sandy 


_ she felt again the ho 
“Where does that leave us?” Dr 


neurosurgeons pondered _ 


agonized, Leah Marie Church 
fighting with all of her 2. 
might. Now, three days after he 
birth on September 2, 1985, ev 
bit of her frisky 37-centimette 
body wriggled in her incubator. — 

“Leah, Leah, Leah Marie,” San dy 


Billings where he worked as_ 


work in harvest season could cost — 
him his job. 
Although alone, and more 
wanted to visit Leah, an : 
summoned the nurses to wheel 
her to the nursery. When sh 
rolled in and saw Leah lying 
her huge head turned side 


brain tissue apparent on the CATS more, 


scan:—— a brainstem and a few 


wisps of cerebral cortex (a layer of 
grey matter that normally covers — 


most of the brain) along the skull. 


- In the middle, where the hearing, - 


seeing, thinking parts of Leah’s 

brain should have been, there was 

next to nothing. 

“What Are We Throwing Away?” 
DOWN THE hall from the neuro- 

surgical suite where the doctors 
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and reached towards Leah, then 
pulled away. 

“fm afraid I'll hurt her,” she 
confided to nurse Paul Franko, 
who was monitoring Leah’s vital 
signs. 

“Don’t be afraid. Leah’s what 
we call a snuggler. Go ahead, 
touch her.” 

Taking care not to dislodge the 
electrode wires, Sandy gingerly 
patted the rounded pink tummy. 
At the first stroke, Leah curled her 
body towards Sandy, as if hungry 
for her touch. 

“There you~ go!” Franko 
laughed. “See what I mean?” 

Mesmerized, Sandy _ stroked 
Leah’s clenched fist. Lightning fast, 
Leah grabbed her finger. 

“You know your mummy, don’t 
you, sweetheart?” Sandy whis- 
pered. She studied her daughter — 
the blond eyebrows, so like Tim’s, 
and the translucent skin like her 
own. She looked at Leah’s wide-set 
eyes, her tiny nose and perfect bow 
‘mouth. For the first time, Sandy re- 
alized how exquisitely beautiful 
Leah was. Apart from her huge 
head, she looked like a porcelain 
doll. And she kicked and wriggled 
with the energy of five babies. 

“It's like she’s asking me to 
fight for her,” Sandy said. “But 
the doctors say there’s nothing to 
fight for.” 

“Nothing to fight for?” Franko 
seemed incredulous. He sank into 
a chair and looked straight at 
Sandy. “Let me tell you about this 
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little girl of yours. Late last night, I 
was changing Leah, holding the 
incubator door open with my el- 
bow. It slipped and slammed shut. 
Leah jumped. She startled, Sandy 
— a baby who's supposed to be 
deaf! And then there was the way 
she seemed to track my pen.” 

“What do you mean?” 

“When I moved my red pen 
across her range of vision, she fol- 
lowed it with her eyes. At least I 
think so.” He paused, remember- 
ing the doctors’ scepticism when 
he’d reported Leah’s reactions to 
them. And yet, something about 
Leah nagged at him. 

“Sandy,” he said finally. “Maybe 
I’m wrong, but in my heart I be- 
lieve there’s a lot more here than 
the doctors are seeing.” 

Sandy’s stomach churned. She 
wanted so desperately to believe 
the doctors were wrong. But they 
were experts, trained for years in 
neurosurgery and paediatrics. Who 
was she to challenge them? 

“Even if you are right,” she said 
to Franko, “and Leah has more of 
a brain than they think, what can 
be done for her?” 

“There’s something called a 
shunt,” he answered, and ex- 
plained the device. “I’ve never 
seen a hydrocephalic infant be- 
fore, but I have seen several older 
kids come through the hospital, 
kids who were shunted at birth, 
and they do amazingly well.” 

He opened the _ incubator’s 
porthole and stroked Leah’s arm. 


Magically, almost electrically, she 
responded to his touch. “There’s 
someone home in there,” he in- 
sisted. 

“But the doctors say she has 
no brain,” Sandy replied, afraid 
to hope. 

“All I know is what I saw,” 
Franko responded quietly. “If she 
can see, and she can hear, what 
else are we throwing away?” 


Beyond All Reason 


“YOU MUST understand what 
we're up against in a case as Se- 
vere as your daughter’s,” Dr Wood 
told them when he presented the 
dangers of shunting. “There is a 
significant chance that your 
.daughter will die of cerebral 
haemorrhage on the operating ta- 
ble, or of brain collapse or infec- 
tion after the surgery.” 

Sandy blanched, and reached 
for Tim’s hand. 

“If she survives, there is no 
evidence she will ever hear or 
see or think. Your baby really 
has almost no brain...” He held 
the black sheet of CAT-scan film 
up to the light. 

“Here, at the base of the skull, 
is the brainstem, which controls 
the body’s involuntary functions 
— breathing, sleeping, excreting. 
But there is practically nothing 
above it, except for the outer cov- 
ering of the brain.” With the tip of 
his fountain pen, Dr Wood traeed 
the faint white rim of cerebral cor- 
tex that faded in and out along the 
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skull plates. “Technically, your 
daughter has hydrocephalus, but 
she is very close to anencephalic. 
That means without a brain.” 

Sandy and Tim were silent. 

“We have to be honest with 
you. Leah may die with or without 
surgery,” Dr Wood continued. And 
if she did survive, he added, she 
could still end up being little more 
than a vegetable. 

From somewhere deep within 
her — somewhere beyond all rea- 
son — a resolve took hold of 
Sandy to fight for her own against 
these strangers. “I refuse to believe 
that there’s no future for my 
daughter,” she said. “I want the 
shunt operation done.” 

She meant every word. And so 
long as the doctors stood before 
her, grim-faced with pessimism, 
Sandy knew she could fight. But 
later, when she was alone with 
Tim, things turned greyer. 

“What if Paul Franko’s wrong?” 
she agonized. From the day she’d 
met her quiet, unwavering hus- 
band, there had never been any- 
thing he hadn’t been able to sort 
out for her. Instinctively, it seemed, 
he always knew the right thing to 
do, even when nobody else did. 

“As long as Leah's alive,” Tim 
answered, “she deserves every 
chance we can give her.” 

Sandy clung to his words, and 
to those of the young neurosur- 
geon called in for another opinion 
the next day. 

“We may create worse problems 
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with shunting in a case this ex- 
treme,” Dr James Johnson acknow- 
ledged. “And there is not much 
doubt in my mind that your baby 
will be blind and severely retarded, 
no matter what we do. I see almost 
no evidence of brain tissue on the 
CAT scan. But ’m recommending 
that Dr Wood shunt her, just to stop 
her head from growing, and to 
make it easier to care for her if she’s 
placed in an institution. A nursing 
home really is the best solution — 
for everyone.” 

A mixed message, but for Sandy 
and Tim, it was enough. The time 
for talking was ended. Their daugh- 
ter was slipping. She grew more le- 
thargic by the hour as brain fluid 
accumulated, until, on September 
11, the tenth day of her life, she 
stirred only when disturbed. 

That moming, Sandy and Tim 
patted Leah good-bye outside the 
operating room. For days, they 
were confused about just what to 
hope for. But the instant Leah dis- 
appeared into Dr Wood’s operat- 
ing room, it.was suddenly so sim- 
ple. Sandy walked to the hospital 
chapel, sank to her knees, and be- 
gan repeating the same six words: 
“Please, God, don’t let her die.” 


Pair of Survivors 


NOT SINCE the day a year and a 
half earlier had her feelings been 
so clear on anything. Sandy was 
19, fresh from New York, beautiful 
and bubbling with big-city energy. 
Tim was 35, quiet and shy, a plain- 
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spoken ranch hand working to- 
wards buying a herd of his own. 
Under a wintry Montana sky, with 
a 90-kilo calf between them, they 
had fallen in love. _ 

“You want to pet the little one?” 
Tim had asked his stylish guest on 
that icy February morning in 1984, 
watching as Sandy reached 
through the fence rails towards the 
smallest yearling in the ranch. 
When she nodded, he swung off 
the fence, eager to impress the pe- 
tite out-of-towner. In a flash, he 
threw one arm under the calfs 
neck and another around its flank, 
deftly wrestling it to the ground. 

“Go ahead! Pet her!” he 
grinned, sitting on the calf. Sandy 
picked her way across, knelt down 
in the snow, and stroked the year- 
ling’s muzzle. She took a good, 
long look at Tim Church. 

This big, strapping man had the 
kindest eyes she had ever seen. 
And the gentlest manner and the 
Strongest voice. Although they’d 
only been introduced the day be- 
fore, she knew this was the person 
with whom she wanted to ‘spend 
the rest of her life. 

“Just think, if it hadn’t been for 
that baby cow...” Sandy told Tim 
when, only three weeks later, they 
began to talk of marriage. The ro- 
mance seemed too impetuous and 
improbable to last. People couldn't 
see — at first — that the rugged, - 
independent Tim Church had met 
his match in the girl who was little 
more than half his age. He’d been 


raised, one of 11 children in .a 
struggling rural family. But she had 
come up harder. 

Sandy was ten when her par- 
ents divorced and her childhood 
dissolved into chaos. For two 
frightening years she lived in Mon- 
tana with her alcoholic father until 
the authorities stepped in and sent 
her to her mother in New York. 
But relations with her mother soon 
Strained, and Sandy was placed in 
foster care. 

All through the lonely teen-age 
years, Sandy clung to distant 
memories, to the time before al- 
coholism had shattered her idyllic 
little-girl world. Again and again, 
Sandy: returned to the same im- 
ages — of her parents happy 
together, of her mother waiting 
for her at the school-bus stop, 
and tucking her into warm quilts 
when she was sick. 

Someday, she vowed, she 
would make a life like that again. 
That was her dream. Never, in her 
wildest imagination, did she ex- 
pect to find it in Montana. In fact, 
when she decided to go to Billings 
at the time of her father’s death 
she meant to bury her painful past 
and move on. 

She hadn’t counted on finding a 
future in the bargain. Five weeks 
after they met, Sandy and Tim got 
married. 

They settled into the small- 
town life he knew so well. To 
both of them, a house full of 


children seemed the most natural 
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thing in the world — even if it 
was a tiny cottage. 

“You may have to wait a little 
longer, Mrs Church,” the doctor 
advised her when she and Tim 
went for tests the following winter 
to see why she hadn’t got preg- 
nant. “I suspect you have a tubal 
blockage, but that needs to be 
confirmed by special X rays.” 

“How expensive are they?” 
Sandy asked tensely, thinking of 
their struggle to lay aside money 
for the cows that Tim was acquir- 
ing. In two years he had bought 
eight. A ranch hand for ten years, 
working 18-hour days on subsis- 
tence wages, Tim knew that rais- 
ing a herd was the way out. 

“The cost is about $1500,” the 
doctor answered. Tim shook his 
head. They had no health insur- 
ance. The tests would have to 
wait. When, just a month later, 
Sandy began feeling nauseated 
and tired, her doctor tested her 
and announced, laughing, “The 


impossible has happened, Mrs © 
Church. You are pregnant. Con- 
gratulations!” 


Sandy was ecstatic for the rest 
of her pregnancy. If ever a child 
was meant to come into the world, 
she and Tim told each other, it 
was this one who'd proved the in- 
fertility expert wrong. 

From the beginning, the baby 
who kicked in Sandy’s belly was 
as real to Sandy and Tim as if 
she’d already been born. And as 
loved. And so far as they knew 
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from pre-natal sonograms, as per- 
fect as she could be — until that 
terrible moment when a doctor 
whispered, “Oh, no.” 


Nothing Left, Except Love 


THE INFANT who emerged from 
surgery a little after llam on 
September 11 was one tiny-mass 
of bandages and oxygen tubes. 
But she was alive. That alone 
was a miracle. 

“When can we hold her?” Sandy 
demanded. 

“Take it easy there, Mum,” Paul 
Franko answered. “She’s still on 
oxygen.” 

“The minute we get her off oxy- 
gen,” Franko promised, “and the 
doctors give the okay, you can 
hold her.” 

The feeling that flooded 
through Sandy later that week, 
when the nurses placed Leah in 
her arms for the first time, blot- 
ted out everything. The bulging 
skull, the rows of stitches, the io- 
dine-soaked dressings, all 
dropped away. Transfixed, she 
sat looking into the wide-spaced 
eyes — light blue, like Tim’s — 
that peeked out at her from be- 
tween the bandages. Maybe 
you're not perfect, Leah Marie, 
but you're all mine, she thought. 

“Sandy, there’s a problem with 
the shunt,” she heard her husband 
saying. Then Dr Wood explained 
that the medium-pressure valve 
he’d installed, hoping to let fluid 
pass gradually enough to prevent 
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skull collapse, wasn’t doing the 
job. Leah’s head was still growing 
so fast her incision threatened to 
break open. 

“When she made it through the 
surgery alive, I thought we'd 
beaten the odds,” Sandy told Tim, 
even more devastated than she’d 
been at the outset. “Now there’s 
another battle for her to fight.” 

Leah was producing cerebro- 
spinal fluid at the normal rate, 
but without the brain surface that 
normally absorbs the fluid. The 
job of removal fell entirely on 
the shunt, and therein lay the 
new problem. 

“Begin pumping the shunt by 
hand,” Dr Wood instructed the 
nurses. Manual pumping — by 
pressing the thumb directly into 
the spot where the shunt was im- 
planted — seemed to be the only 
way to stabilize Leah’s head 
growth and keep her alive. 

It was a losing battle. Sandy and 
Tim would walk the two blocks to 
the hospital from the dingy down- 
town motel where they were now 
staying, and watch Leah’s sutures 
rupture as her head ballooned. 

Two weeks later Dr Wood re- 
turned Leah to the operating room - 
and replaced the original shunt 
valve with a low-pressure one. 
The fluid began flushing more rap- 
idly through the tube and into the 
baby’s abdominal cavity, but her 
head continued to grow more than 
a centimetre a day. 

Yet somehow, in defiance of all 


logic, Leah held on. 
Even on_ her 
worst days she 
reacted to a 
touch from her 
parents and re- 
sponded to - 
their' voices — 
or so it seemed to 
Sandy and Tim. 

Within a day 
of Leah’s second 
surgery, the 
neurosurgeons 
were forced to resort 
to a head tap, a delicate and dan- 
gerous procedure. Dr Wood in- 
serted a needle into Leah’s skull 
and gently sucked out excess cra- 
nial fluid into a syringe. It worked, 
at least temporarily. 

But how many more of the 
taps could Leah survive? With 
each passing day, Sandy and Tim 
felt themselves moving closer to 
the moment they’d been dreading 
since Dr Johnson had first en- 
couraged them to institutionalize 
Leah. Gradually, the choice took 
shape, in all its horrible simplic- 
ity: Where did they want Leah to 
be when the time came for her 
to die? Surely, they thought, 
death was inevitable. 

When they analyzed the facts, 
it was all so logical. If they took 
Leah home, they’d have to pump 
her shunt by hand, around the 
clock, and walk her to the hospi- 
tal several times a week to have 
her head drained. And in the 
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end, would they wake 
up one morning and 
find her dead? 

Something else 

had happened 

since Leah’s birth 
that shifted 
everything from 
grey to black- 
and-white. Tim 
had lost his job. 
His employer 
needed field 
hands he could 
count on_ seven 
days a week, sick baby or no. 
Overnight, whatever future Tim 
and Sandy could look forward to 
had evaporated. 

“There’s no choice, Sandy. 
We're going to have to sell the 
cows,” Tim said quietly. Sandy 
looked away, thinking how proud 
her husband had been the day 


he’d first shown her his hard- 
earned start on a herd. 
“Then what?” she asked, 


knowing that it might be months 
before Tim could find another 
ranch job. He shook his head. 
The cattle market was so de- 
pressed that even pregnant cows 
like his were going for sacrifice 
prices. They’d have to sell the 
cows at a loss, and pawn every- 
thing else — their furniture, their 
clothes, their wedding rings — 
all so they could be with Leah. 
Tim and Sandy had no in- 
come, no insurance, no medical 
expertise, no home, no future. If 


it hadn’t been for love, they 
would have had nothing at all. 
“She’s Ours” 

THE STREETS of Billings were 
nearly deserted when Sandy and 
Tim set out from the hospital on 
an October evening. “I just can’t 
stop worrying,” Sandy agonized, 
“that we'll wake up one morning 
and find Leah dead. I’m terrified 
of that. I love her too much to 
watch her die.” 

Tim said nothing. He seemed to 
be hardly listening. 

Tim unlocked the motel-room 
door and switched on the lamp. 
He took Sandy’s hands in his. 

Finally, Sandy thought, he’s go- 
ing to tell me it’s all right to feel this 
way, that it’s not wrong to want to 
put ber away. 

But there was something she 
had never seen before in Tim’s 
face — something so immutable it 
made her catch her breath. 

“There is no decision here,” he 
told her. “This is our child.” 

“Leah didn’t ask to be born. We 
brought her into this world. She is 
our responsibility, no one else’s. 
We are the only ones she has, and 
we have to love her until she dies.” 

Sandy began to tremble. “That's 
just it, Tim. That’s what I can’t face. 
Every minute, I get more attached 
to her. And once we bring her 
home with us, we’ll love her more 
and more every day. And then one 
day, while I’m holding her...” 

She could not go on. For the 
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first time in her life, she had some- 
one to love who was completely 
her own. The prospect of having 
that person die in her arms was 
too terrible to contemplate. But so 
was the idea of abandoning her. 

“Leah is ours, Sandy. She de- 
serves to be held and cuddled 
and kissed, and loved every min- 
ute until the time comes for her 
to die. She doesn’t deserve to be 
left with strangers.” 

Left with strangers. The words 
made Sandy’s insides twist with 
long-buried pain. She wanted to 
run, and keep on running, but she 
had nowhere to go. Desperate, she 
turned on her husband, and the 
truth he was forcing her to recog- 
nize. When she heard her voice, 
shrill and frantic, she barely recog- 
nized it as her own. 

“Leave, Tim, please. Just leave, 
and don’t come back,” she 
shouted, not even knowing where 
the words came from. The instant 
she spoke, she knew it was a terri- 
ble mistake. The man she had 
lived with for a year and a half 
would do anything rather than 
quarrel. But on this, he would not 
back down. Ashen, he buttoned 
his coat and in an instant was out 
the door. Sandy ran out, calling for 
him, but the hallway was empty. 

The nurses at the Intensive Care 
Nursery looked up, startled, when 
Tim Church walked in at ten 
o’clock, alone. “I’ve come to visit 
Leah,” he said. 

He slid a rocker next to Leah’s 
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crib, leaned over and picked her 
up. Leah nuzzled her swollen, 
sutured head into his chest, and 
Tim felt fear stirring — fear, and 
the shadow of doubt. What 
would he do, he wondered, if 
Leah died in his arms? 

Slowly, Tim began to rock his 
daughter. And then he began to 
cry. 

He sat looking into Leah’s 
eyes, and the last of his doubts 
dropped away. 

“Daddy’s here, Leah,” he whis- 
pered again and again. “You’re not 
alone.” ‘ 

Slowly, Leah’s eyes closed. Still, 
Tim rocked her. 

“Sleep tight, Leah. 


Youll be — going 
home soon,” he told 
her. And then he 
was gone. 


“We have to talk,” 
he told Sandy. “I’ve 
been with Leah.” 


Sandy looked at 
her husband’s _ red- 
rimmed eyes and 


unshaven face and 
knew she wasn’t the 
only one who hadn’t 
slept. They sat next 
to each other on the 
bed, and Sandy lis- 
tened. She knew that 
after this, Tim would 
have nothing else to 
say. 

‘If you want to 
leave, then leave,” he 
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told her. “But I’m staying with 
Leah.” 

Sandy was quiet. She’d been 
wrestling with the fear that threat- 
ened to swallow up everything she 
loved, until at last there was noth- 
ing left to wrestle with. Now, it 
seemed so clear: she and Tim had 
made a family, and the three of 
them belonged together. Word by 
deliberate word, she answered her 
husband. 

“We're both staying with Leah.” 

Together, they walked out into 
the snow to the hospital — know- 
ing they would bring Leah home 
and love her as much as they 


could, every minute, until the time 
came for her to die. 


Pumping the Shunt 


AFTER the agony of the past 
seven weeks, loving Leah was the 
most natural, joyful task in the 
world. That was all Sandy and Tim 
had ever wanted to do in the first 
place, and, once they had her to 
themselves, they could not kiss 
and cuddle her enough. 

“You’re home, Leah, you’re 
home, with Mummy and Daddy,” 
they told her the first night, when 
at last they tucked her into the bu- 
reau drawer that was her crib. 
When she cried in pain from the 
pressure inside her head, they 
held her. When she relaxed and 
wriggled and cooed, they held her. 
When she slept, they held her. 

“Don’t you two ever get tired?” 
marvelled social worker June Col- 
lins, a handicapped-child specialist 
whom the county had assigned to 
monitor Leah’s care. 

“No, we really don’t feel tired,” 
Sandy told her. “Not yet, anyway.” 

“Soon we won't have her with 
us anymore,” Tim explained. 

“Well, I’m here to help you get 
through today,” Collins assured 
them. 

The next morning, she ap- 
peared with some donated sup- 
plies and offers of help with for- 
mula and diapers. “You must be 
exhausted. Why don’t you put her 
down once in a while?” Collins 
urged them, thinking how her 
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own arms ached after just a few 
minutes of supporting Leah’s 
heavy head. 

“We'd rather hold her,” Tim 
said. “It’s better for her.” 

Loving Leah was the easy part 
of that cold, dark November. It 
was everything else that was hard. 

At least 100 times every two 
hours, around the clock, they had 
to pump her shunt valve by hand. 
At the hospital, an entire staff of 
nurses, working eight-hour shifts, 
had been taking care of Leah. 
Now Tim and Sandy were alone. 
In and out, in and out, they 
pressed, Sandy taking days, Tim 
nights, their entire attention fo- 
cused on the bump under her 
scalp where the valve was placed. 
Only the black X the nurse had 
marked just behind Leah’s left ear 
told them exactly where to pump 
the valve. 

Four times each day, they meas- 
ured Leah’s head. No matter that 
they pumped religiously; her head 
kept growing, just as Dr Wood had 
warned. Every other day, they car- 
ried her back to the hospital to 
have her head tapped with a nee- 
dle and syringe. 

It was hard to watch the baby 
writhe and scream as the surgeons 
pressed the long needle into the 
top of her cranium and drew out 
the fluid. 

‘I never stop being afraid,” 
Sandy confided to Collins as No- 
vember wore on. “Each time we 
bring her in for a head tap, the 
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doctors warn us she could still die. 
Tim is so strong, he keeps me go- 
ing. But every morning I wake up 
wondering whether this will be the 
day we lose her.” 

“There isn’t anyone who could 
do what you’re doing and not feel 
overwhelmed,” Collins said. “The 
most you can do is get through 
one day at a time.” 

That was how Sandy and Tim 
had survived tough times all their 
lives. But waiting for death sapped 
their energy. As they pumped the 
shunt, fed and changed Leah, 
talked and sang to her, carried her 
to and from the hospital, they 
were waiting for the final, devas- 
tating moment. At last, time simply 
dissolved. 

Vaguely, Sandy and Tim knew 
that somewhere there was a place 
to live besides the dingy motel 
room, a life beyond hospitals and 
doctors and needles. Somewhere 
outside Billings there was work for 
Tim, and a chance to begin re- 
building. Someday, there was even 
the possibility of more children. 
They’d been told their chances of 
having another child with hydro- 
cephalus were only one percent or 
so. But while Leah lived, there was 
only today. 

Somehow, the little girl contin- 
ued to beat death and confound 
the doctors. Each time they tapped 
her head and disposed of the fluid, 
they waited for the worst to hap- 
pen. Cerebrospinal fluid, with its 
vital nutrients, was meant to be re- 
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absorbed into the body, not 
thrown away. To do so meant risk- 
ing a fatal disturbance of the 
body’s electrolyte balance. But un- 
til Leah’s shunt could handle the 
fluid production and her abdomi- 
nal cavity could absorb all of it, 
there was no other way to stop her 
head from growing. 

“This can’t go on much longer,” 
Dr Wood warned. “No child can 
survive this indefinitely.” . 

“But she’s still alive,” Sandy fi- 
nally answered. “My daughter isn’t 
dying. Doesn’t that mean some- 
thing?” 

Out came the most recent CAT . 
scans, taken in October. With si- 
lent precision, Dr Wood’s pen 
made its way around the thin rim 
of cerebral cortex. “There is almost 
nothing inside here. This child has 
practically nothing but a brain- 
stem,” the surgeon insisted. 

Sandy and Tim turned away, 
angry at the doctor's words. But 
somewhere between the pumping 
and the head tapping and the 
waiting, both of them had begun 
to wonder just what it was they 
were hanging on to. 

One December morning, Leah 
gave them the beginning of an 
answer. 


The Person Inside 


“LET ME get some coffee going,” 
Sandy called to June Collins and 
Tim from the motel room’s kitch- 
enette. 

In the other room, Tim picked 


up Leah and sank into a chair, ad- 
justing her head in the crook of his 
arm. She cooed softly. On the 
other side of the wall, water ran, 
coffee perked, a cabinet door shut. 
Suddenly, a kettle hit the floor 
with a bang. 

Leah started at the noise. 

Tim and Collins stared, and 
then they shouted. “Sandy! Come 
here! Leah heard, she heard!” 

_ “What on earth is wrong?” Sandy 
asked, rushing around the corner. 

“Leah heard that, Sandy! She 
heard!” Tim repeated. 

June Collins stood over Leah, 
watching her face. “Sandy, she just 
tried to turn towards the noise. We 
both saw it.” 

“Are you sure?” Sandy asked. 

“Sandy, the noise came from 
another room, and she heard it!” 
Tim was shaking with excitement. 

“She definitely heard that,” 
agreed Collins, whose experience 
with handicapped children had 
brought her into contact with a 
number of brain-damaged infants. 
“The noise came from a different 
room, and she tried to turn to- 
wards it.” 

That moming, Sandy and Tim 
didn’t walk to the clinic; they 
marched. 

“Dr Wood,” Sandy announced. 
“My daughter can hear! I am abso- 
lutely sure of it. Let me tell you 
what happened.” 

The surgeon listened and shook 
his head, thinking of the dozens of 
couples whose _ brain-damaged 
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children he’d treated in 20 years. 
To hold out hope without proof, 
he had learned, was to set up par- 
ents for a devastating fall. He pon- 
dered the CAT scan. “I really 
doubt she heard,” he answered fi- 
nally. “I simply don’t see anything 
she could hear with.” 

Another neurosurgeon left even 
less room for speculation when he 
saw Leah for a head tap four days 
before Christmas. “This patient,” he 
wrote on the emergency-room re- 
cord, “is essentially anencephalic.” 

Why then, Sandy and Tim won- 
dered, did Leah’s eyes seem to 
track them as they walked? Since 
she couldn’t turn her heavy head, 
it was difficult to be certain what, 
if anything, she was watching. Per- 
haps she only sensed them mov- 
ing past her, and reacted. 

But she could hear. Of that they 
were certain, for all the doctors’ 
scepticism. If Leah did in fact in- 
habit a world of darkness, they 
were determined that it would not 
be silent as well. So they talked to 
her. While they pumped her shunt, 
fed her, bottled her, diapered her, 
they told her all about what they 
were doing. 

Always, Leah quieted to the 
sound of their voices, and cooed 
and kicked. When they sang to her 
— as they did often, and loudly — 
they were certain that she smiled. 
“I feel like she’s fighting to get out, 
and she just can’t quite do it,” 
Sandy told Tim. 

Day and night, they kept talking 
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and singing and pumping the 
shunt, never missing a cycle, al- 
most forgetting that shunts were 
meant to function by themselves. 

What slipped from their minds 
as they worked to keep Leah alive 
was the fear that she would die. It 
was impossible to pinpoint the ex- 
act moment when the future 
opened up. It might have been 
when the huge soft bulge on her 
head visibly compressed, signal+ 
ling that her shunt had finally be- 
gun keeping up with the fluid pro- 
duction. But whatever the cause 
for hope, it happened. 

Somehow, while Tim and 
Sandy were waiting and watching 
for death, life simply took over. 
They were able to pump the shunt 
less frequently, to have done with 
the terrible head taps. And most of 
all, they were seeing the feisty lit- 
tle person the doctors said could 
never exist. 

As winter turned to spring, they 
began to doubt every medical 
finding they’d been given. They 
saw that when they waved Leah’s 
red teddy bear in the air, she 
grabbed for it. And despite the 
warnings of death’s imminence, 
with each passing day Leah grew 
more alive. And as she did, Sandy 
and Tim began to rebuild. 

Spring-planting time came, and 
Tim found work on a ranch in an- 
other county 30 kilometres outside 
Billings. Out in the April sunshine, 
Leah sat with Sandy in the shade 
of the ranch trailer they now called 
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home, and watched Tim driving 
the tractor. Leah could not support 
the weight of her own head, but 
Sandy held Leah so that she could 
see. Sandy took her tiny hand, and 
waved it at’Tim. 

At ten or 11 at night, when Tim 
came in from ploughing by tractor 
lights, he swooped down on his 
sleeping daughter, lifted her from 
her crib, and sank into the rocking 
chair next to it. ; 

Then would begin tales of till- 
ing and hoeing, ploughing and 
cultivating. “I’ve been planting 
seed all day, Leah. It’s not easy. 
First you have to turn the soil...” 

“Tim,” Sandy would call sleep- 
ily. “For heaven’s sake, let Leah 
get some sleep. You pick her up 
so much, you'll spoil her rotten.” 

“I know,” Tim answered. 
“That's what I’m trying to do.” 
And Leah listened, and laughed 
in the moonlight, and drifted to 
sleep in her father’s arms, as he 
told her of the tractor rides she’d 
take with him someday, when 
she was big and strong enough 
to sit beside him. 

So softly did one story-laden 
night blend into the next, so 
gradually did days become weeks, 
and weeks months, that Tim and 
Sandy barely realized that by the 
time Leah was nine months old, 
she had achieved the impossible. 


Believing in Leah 


It TOOK another pair of eyes 
to see what was unfolding, and 


give it a name. The counsellor 
who walked into Sandy and 
Tim’s trailer on June 4, 1986, had 
years of experience with handi- 
capped children. And she had 
only one word to describe the 
child nestled in Sandy’s arms. 
“Phenomenal. Absolutely phe- 
nomenal,” Vicki McDonough said. 
She walked over to take a 
closer look at Leah, her eyes wide 


with surprise at seeing such alert-. 


ness in a severely hydrocephalic 
child. The background file she’d 
received on referral from June Col- 
lins was filled with grim hospital 
reports. Sandy waited tensely, half 
expecting this visitor to recoil at 
Leah’s scars and her huge, mis- 
shapen head. She barely knew 
how to react to her enthusiasm. 
McDonough bent over and tick- 
led Leah. Leah broke out in a 
huge, two-tooth grin. “Look at that 
smile!” McDonough laughed. 
“Vicki, let me show you all the 
things she can do. Leah, look, 
heeeere’s Teddy,” Sandy - said, 
swooping Leah’s bright red teddy 
bear in the air. Leah reached up 
and grabbed it. McDonough 
laughed in delight. 
Sandy was flooded with relief. 
Since Leah’s last visit to Dr Wood, 
they’d almost given up on ever 
hearing medical confirmation of 
Leah’s intelligence. But they hadn't 
given up on Leah — and now they 
had an ally. Even the name of 
Vicki McDonough’s family support 
organization — Special Training 
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for Exceptional People — was 
filled with promise. 

“This baby wants to look at 
everything, and we need to help 
her do that till she can hold her 
head up,” McDonough concluded 
at the end of her first visit. The fol- 
lowing week, she arrived with a 
specially made chair to support 
Leah’s head. From the trunk of her 
car came an activity centre, a mo- 


“bile, and information for Sandy 
‘and Tim on infant stimulation. 


“There’s so much in this child to 
be drawn out,” McDonough en- 
couraged. Sandy and Tim seized 
everything the counsellor pro- 
vided, asking questions, searching 


‘for ways to pull Leah out into the 


world. 

Every day, it seemed, brought 
another breakthrough. By June, 
she had begun to try to hold up 
her head. By the end of July, Leah 
was saying “Mama” and “Dada.” 
For each new accomplishment, 
there was a detailed note in the 
caseworker’s file. 

“I’ve been trying to get an ap- 
pointment with a superb paediatric 
neurologist I know named Dr 
Mary Anne Guggenheim,” 
McDonough told Sandy. “It may 
take a while, but I’m certain she 
can help Leah.” 

McDonough was unable to get 
an appointment until September, 
but Sandy didn’t mind waiting 
now that each day brought some- 
thing new to celebrate. Leah 
clapped and babbled and drank in 
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sunlight so hungrily Sandy and 
Tim forgot that this was the child 
who was supposed to die. 

Then, one late night in August, 
they remembered. 

They had spent the day strolling 
in the heat at the county fair. All 
three of them were drained by 
bedtime. A little after 2am Sandy 
awoke, sweating from a dream. 
There were no images, but rather 
an overpowering sense that some- 
thing was terribly wrong. 

Cold with dread, she crossed 
the trailer, pushed open Leah’s 
door and flipped on the light. Leah 
lay rigid on her soaking-wet mat- 
tress, her eyes rolled back in her 
head. White foam trickled from 
her mouth. 

“Tim! Tim!” Sandy screamed. 
“Leah’s dead.” 

In an instant, Tim was bending 
over Leah, calling her name. He 
lifted her from her crib, and she 
went limp in his arms. 

“Oh, no,” he whispered, laying 
her gently on the floor. Her whole 
body was blue. 

This is what death looks like, 
Sandy thought. It’s come. Sud- 
denly, Leah twitched and gasped 
for air. 

“We've got to get her to the 
hospital,” Tim told Sandy. 

Within moments of their arri- 
val, the emergency-room doctor 
explained, “This child is having a 


grand mal seizure.” He sum- 
moned a colleague and two 
nurses to a treatment room. 
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Sandy and Tim paced the corri- 
dor, terrified. 

“Your daughter will be all 
right,” the doctor reported when 
he emerged from the treatment 
room. “But it was a close call. 
Had you not found her when 
you did, she might have died 
from respiratory arrest. Hydroce- 
phalic children can have serious 
seizure disorders.” 

Tim and Sandy shook .their 
heads. Hydrocephalus had yet an- 
other monstrous face. When they 
drove out of the hospital car park 
at Sam, they knew that they would 
never relax their vigil. They knew, 
too, that they had no time to lose 
in seeing Dr Guggenheim. 


“Not Just Any Brain!” 


SANDY was full of questions as 
she and Vicki McDonough strolled 
Leah into Dr Guggenheim’s clinic 
in Billings on September 16, 1986. 
Leah was now one year and two 
weeks old. It had been months 
since she had been seen by any 
specialist. She was a_ different 
child, and Sandy and Tim knew it. 
But would they ever hear that 
from a doctor? 

The waiting-room door opened, 
and Dr Guggenheim walked to- 
wards Sandy with outstretched 
hand. “Hello, Mrs Church,” she said 
with a smile. Then the doctor knelt 
down. “And this must be Leah!” 

Leah took her bottle from her 
mouth. “Hi!” she said. 

Sandy wanted to shout at the 


look that crossed the doctor’s face. 
Dr Guggenheim grabbed a plastic 
frog from a pile of toys and waved 
it in the air. Like a flash, Leah 
grabbed it. Sandy shot Vicki 
McDonough a look of triumph, 
sensing that everything about this 
doctor’s visit was going to be dif- 
ferent. Sandy found herself pour- 
ing out every detail of Leah’s early 
history, from the grim prognosis to 
the shunt-pumping and head-tap- 
ping, along with the first signs of 
Leah’s mental development. 

“We'll know a great’ deal more 
about Leah after we get the EEG 
and a new CAT scan,” the neurolo- 
gist told her, explaining the hours 
of testing involved in the neuro- 
logical workup. 

Sandy watched Dr Guggenheim 
tracking every movement Leah 
made. This woman can see that my 
daughter bas a mind, she thought. 
But what else will she find before 
this is over? 

The answer came late in the 
day, in words that Sandy would al- 
ways remember. When at last the 
doctor emerged from the examin- 
ing room, she closed the inner-of- 
fice door. 

“Do you know what these are?” 
she asked Sandy, slipping several 
sheets of CAT-scan film from an 
envelope. 

“Yes, they’re pictures of the 
brain.” 

“Not just any brain,” Dr Gug- 
genheim responded, smiling. She 
turned from the lightboard and 
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took a seat with Sandy and Vicki 
McDonough. “What you’re look- 
ing at, Mrs Church, is your 
daughter’s brain.” 

Although smaller than normal, 
there it was. Grey and white, well- 
defined and dense with detail. 
Even before the doctor began 
pointing to the segments and ex- 
plaining their functions, Sandy un- 
derstood. She had virtually memo- 
rized the CAT scans taken when 
Leah was born. They were black 
and empty. These were full. 

Sandy sat studying them. “How 
can this be?” she asked finally. 
“Every doctor who’s seen Leah has 
told me that she has no brain.” 

“Well, the brain is like a 
sponge,” Dr Guggenheim ex- 
plained. “In a patient with severe 
hydrocephalus, the fluid pressure 
flattens the brain. Leah’s brain case 
contained such an enormous 
quantity of fluid that it probably 
made her brain so thin it was in- 
visible. With shunting, her com- 
pressed brain tissue was able to 
expand, and as that happened she 
began to grow and develop, to 
hear, see and speak.” 

Dr Guggenheim said, “Leah 
clearly understands most of what's 
going on, and she’s playing games 
we'd expect of any baby her age. 
She’s 12 months old, and already 
she’s saying two to four identifi- 
able words. In her social and lan- 
guage development, I really think 
she is quite normal.” 

Sandy had to fight down the 
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urge to race home right then to 
tell Tim. She sat stroking Leah’s 
cheek and beaming at Vicki 
McDonough. 

“There’s still more water than 
I’d like to see, and her brain 
structure is not entirely normal,” 
the neurologist continued. “She 
may have trouble with her motor 
skills, and perhaps some learning 
problems as she gets older, but 
I'm cautiously optimistic that she 
will show substantial improve- 
ment.” 

. Dr Guggenheim paused. 

Here it comes, thought Sandy. 

“Get used to the idea of opera- 
tions,” the doctor counselled so- 
berly. “And I think it would be 
wise to continue her on seizure 
medication for at least the next 
year or two.” 

For hours, late into the night, 
Tim and Sandy sat up celebrating 
the world that had opened for 
Leah. Tim held Leah in his arms 
long past her bedtime, while 
Sandy reported every medical de- 
tail she could remember. 

Just under the surface lay a 
sense of fear and uncertainty, but 
neither of them voiced it. That 
night they did nothing but revel in 
thoughts of a future filled with 
books and music and _ schooling 
and long talks with a child who, 
they were sure, would grow to 
love big words as much as she 
now loved little ones. 

They didn’t know, as they talked 
until dawn, that they were only one 
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doctor’s visit away from their long- 
est and most painful journey. 


Every Chance 


IT TOOK just five words from a 
neurosurgeon to stop time. “Leah 
needs a new shunt,” said Dr 
Johnson, the physician who'd first 
recommended shunting Leah at 
birth. Sandy felt the past coming 
back at her. 

“When will it have to be done?” 
she asked tensely. 

“Within the next few months, 
before she completely outgrows 
her shunt.” 

Suddenly, it was as though the 
past 12 months had never existed. 

“We knew this was coming, but 
now that it’s here, I don’t know 
whether I can face it,” Sandy told 
Tim that evening. “Why is it so 
much harder this time?” 

“Because now we know Leah,” 
he answered. 

The blond one-year-old who 
teased them with tricks filled the 
house with her impishness. Be- 
hind the mischievous blue eyes, 
Sandy and Tim discovered, lay an 
iron will. Once Leah made up her 
mind to feed herself, she found a 
way to do it, awkward fingers and 
all. She fought to keep her heavy 
head upright with an obstinacy 
that reminded Sandy of herself. 

There was no stopping her 
when she wanted something, and 
no resisting her sweetness. When 
Leah spotted Tim in the doorway at 
night, her face lit up and her arms 


opened wide. “Hi, Daddy!” she 
squealed. And Tim would swoop 
down on her, as she sat in her spe- 
cially made supportive chair, and 
ask, “Were you a good girl today? 
Did you help Mummy around the 
house?” And Leah would: giggle 
along with Sandy, as though she, 
too, understood the joke. 

How would we bear it if we lost 
her now? Sandy asked herself in 
the autumn evening. She watched 
Leah, curled in Tim’s lap, pointing 
to pictures of Walt Disney charac- 
ters Bambi and Snow White and 
she ached. For weeks after the Oc- 
tober 15 visit to Dr Johnson, nei- 
ther one of them spoke a word 
about the shunt. 

At last, Tim broke their silence. 
“We really don’t have a choice, 
Sandy. Leah’s growing, and the 
shunt isn’t. It’s something we have 
to do. Putting it off won’t make it 
any easier.” 

“I know, Tim. I keep telling my- 
self I want to hang on to her one 
more day before I have to watch 
her disappear into that operating 
room, and maybe never...” 

Tim winced, and Sandy stopped. 
Again, they lapsed into silence. 

It was Dr Johnson who finally 
brought an end to the waiting. 
“We have watched Leah for some 
time now. We need to replace her 
shunt. Let’s go ahead and schedule 
surgery.” 

There was something numbing 
about the familiarity of it all: the 
medical releases, the pre-operative 
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instructions, the hospital proce- 
dures. But when Dr Johnson be- 
gan reciting the risks, Sandy and 
Tim felt they were hearing them 
for the first time. 

“Cerebral haemorrhage is the 
greatest risk,” the neurosurgeon 
began. “The smaller the patient, 
the greater the danger. Patients 
often experience some paralysis 
after shunt surgery. Usually it’s 
temporary. But sometimes it is per- 
manent. These are all things 
you’ve heard before, I know.” 

Tim and Sandy nodded, sensing 
there was something coming that 
they hadn’t heard before. 

“Patients sometimes _ suffer 
memory loss from the procedure. 
You should prepare yourself for 
that possibility. When Leah comes 
out of surgery, she may not re- 
member who you are. You may 
have to begin all over again.” 

Sandy and Tim could barely 
breathe. 

“I know this is difficult for you,” 
Dr Johnson said gently. “We all 
hope the shunt will give Leah a 
new lease on life. The odds are 
that it will. But I have to be hon- 
est. And the truth is that total 
memory loss is a possibility.” 

There was silence. 

“There really isn’t anything to 
talk about,” Tim said. Sandy nod- 
ded. They began signing the 
papers. 


A Face Lit Up 


“THANK goodness, she’s too lit- 
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tle to be as scared as we are,” 
Sandy told Tim as they stood by 
Leah outside the surgical suite on 
the morning of January 8, 1987. 

“When you wake up, Mummy 
and Daddy will be right here,” 
they kept repeating to Leah. “Right 
here, where we are now.” 

“Bye, Mummy.. Bye, Daddy,” 
Leah said thickly, too drowsy with 
sedatives to fuss at 
having to leave 
them, and too young 
to miss the blond 
curls the nurses had 
just shaved off. 

“My God, Tim, 
what if when she 
comes out again, 
and we say ‘Hi,’ she 
won't know enough 
to say ‘Hi’ back? 
What if she doesn’t 
even know us?” 

Tim stood look- 
ing down the long 
corridor. Even after 
the doors closed, he didn’t move. 
Sandy had never seen such ag- 
ony in his face. “Tim, please, 
come and sit down with me,” 
she begged. “We’ve got three 
hours, at least, before we'll know 
anything.” 

They knew that for all Leah’s 
tenacity, her wonder, their mir- 
acle baby might not survive this 
day. And now her death was not 
some distant, abstract threat. No, 
they had seen its face that terri- 
ble night in August when Leah 
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was struck by the seizure. Blue. 
Cold. Stilled. 

Tim collapsed on the waiting- 
room sofa. Sandy was lost in 
thoughts of the past 16 months 
— of Leah startling for the first 
time, tracking with her eyes, say- 
ing “Hi,” pointing to pictures. 
And for what, Sandy wondered, 
off in a world of her own as the 
clock ticked off the 
minutes. 

Then came the 
sound of Dr 
Johnson’s voice, 
and Tim and Sandy 
ran to the doorway. 
Down the hall came 
a wheeled stretcher, 
several intra-venous 
poles, an entourage 
of nurses — and in 
the middle of it all, 
Leah. They ran 
down the hallway 
and began jogging 
alongside the rolling 
stretcher. “Leah! Leah!” they called, 
“Hi, Leah!” 

Leah’s eyes, barely visible be- 
neath the head bandages, were 
closed. 

“She’s just coming out of the 
anaesthetic,” Dr Johnson told 
them. “The surgery went well. 
We'll be monitoring her around 
the clock for signs of paralysis, 
and any signs of shunt dysfunc- 
tion. It’s awfully hard to tell any- 
thing yet.” 

But Sandy and Tim were not 


listening. They were calling 
Leah’s name. 

“You have to understand what 
she’s been through,” one of the 
nurses told them. “Give her a lit- 
tle time.” 

But Leah had opened her eyes. 
She looked at Dr Johnson and the 
nurses, and then her eyes focused 
on Sandy and Tim. 

Leah’s face lit up — in exactly 
the way it always did when Sandy 
or Tim came towards her. And she 
smiled, just as she always smiled. 
She lifted her hand. The fingers 
spread in the delicate way they al- 
ways did. 

And she waved — the rather 
tired, but clear wave of a little girl 
who knew who her parents were, 
and wanted them to know it. 


Epilogue 


SUNLIGHT streams into the 
Churches’ living room, shining over 
three homemade cards hung on the 
wall. The little house is as quiet as 
the fields around it on this June af- 
ternoon, 1993. For a few moments 
Sandy is alone with her children’s 
crayoned gifts to her — a mountain 
scene from her son, Cody, a hand- 
print from her daughter Jamie. 

She lingers over each of them, 
but longest over the one in the mid- 
dle. It is a Mother’s Day card from 
Leah. Mounted on a sheet of hard 
paper is a drawing of two people, 
one big, the other small, standing 
under a bright sun, smiling. 

‘It’s you and me, Mummy,” 


How to Stay Mentally Alert 
Contrary to popular belief, brain 
power does not have to decline 
as we grow older 


Everyone’s Invited 

to the Palace 

A guided tour of London's 
Buckingham Palace, which is 
now open to the public 


Wacky Ways to Make a Living 
A firm called Old Flame Finders 
can help you trace your first 
sweetheart. Another, Video 
Vault, stocks the world’s worst 
movies 


What You Need to Know 
About High Blood Pressure 
Research has thrown new light 
on this silent killer 


The drama behind the 
bombings at New York’s World 
Trade Centre and the trail of 
terrorism that led to it 


IN READER’S DIGEST 
FOR MAY 
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Leah, now a first-standard stu- 
dent, had told her when she 
came flying off the school bus, 
card in hand. 

Now, in the slowness of this 
Sunday afternoon, time stops for 
Sandy. In her mind’s eye, Leah is 
a baby again, bursting out into 
the world after her third shunt 
operation with endless talk and 
laughter. Next, Sandy sees her 
daughter as a blond curly-haired 
toddler, pushing on a toy grocery 
cart to chase her little brother, 
Cody; then as a feisty four-year- 
old, fascinated by books and 
bikes and her baby sister, Jamie. 
Sandy laughs at the memory of 
seven-year-old Leah, stealing the 
show in her reindeer horns at 
the Christmas pageant. 

There is pain, too, interwoven 
with the joy — the memory of 
Leah’s three-year battle with sei- 
zures, of the fight to enter, her in 
mainstream schools, and the fam- 
ily’s struggle, even now, to reach 
financial stability. But Sandy sees 
Leah’s face, always alight with 
life — never more so than just a 
few days ago at the school field 
day when she ran her first race. 
How joyously she’d crossed the 
finish line, slapping the hands 
of the parents who’d come 
down from the stands to 
root for her. Sandy had 
never been so proud of 
Leah. 

- Until 
reads 
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she 
that 


now. As 
the message 


encircles the drawing on the 
Mother’s Day card, every other 
triumph falls away. Leah writes 
about hugs and kisses, she de- 
lights in springtime and Sandy’s 
face — all of it eloquent in its 
seven-year-old plainness. But 
there is one line that holds Sandy 


still in the waning sunlight: 
“Mummy,” Leah has written in 
extra-big letters, “I love your 
heart.” 


Today, Leah Church still strug- 
gles with problems including 
impaired vision, a cerebral-palsy- 
like condition and _ various 
developmental delays. But her life 
is no longer in crisis. Last 
autumn, at the age of nine, Leah 
entered the third standard at an 
elementary school. 


